Background
==========

In Australia and the USA approximately 70% of all deaths are institutionalised but around 15% to 20% of deaths occur in intensive care settings where the ability to provide a "good death" is particularly inhibited \[[@B1]-[@B7]\]. Most Western countries, including Australia, struggle to provide palliative care in critical and acute hospitals \[[@B8]\]. Indeed, almost one quarter of those dying in ICU will spend their last days on a ventilator and almost 40% will die in pain \[[@B9],[@B10]\]. Dying patients are often delivered to intensive care as a matter of procedure \[[@B11]\], but inappropriate settings, and efforts to meet unrealistic care goals, sometimes prescribe interventions that constrain the ability to manage deaths well \[[@B4],[@B7],[@B12]\]. Moreover, the emergency and acute nature of ICU can render planning difficult when patients sometimes deteriorate quite rapidly, and resourcing imperatives direct the focus of care to where life can be saved.

Technologically oriented, and staff intensive, the ICU is also an expensive area of health care \[[@B13],[@B14]\]. For example, an Australian intensive care bed could cost as much as \$3000-\$4000 per day in comparison to a specialised palliative care bed at \$600-\$1600 per day depending on complexity of illness \[[@B15]\]. Importantly, palliative specialists in Australia argue that they can care for patients with wide ranging illnesses and multimorbidity not just the cancer patients that specialised palliative care has become synonymous with \[[@B16]\]. Many other cohorts of patients, like those with organ failure and neurodegenerative diseases, also require quality end-of-life care \[[@B4],[@B16]\]. Additionally, a quality dying process must extend beyond the patient and include family and significant others and also consider those providing care. Many physicians find their skills and personal resources challenged when confronted by difficult situations that require a transition of care goals to palliation. For example, looking somebody in the eye and telling them they are dying is often quite disconcerting for physicians outside of dedicated end-of-life care settings \[[@B17]-[@B21]\]. Somewhat counterintuitively however, many palliative specialists are only consulted infrequently by their cross-disciplinary colleagues \[[@B4]\].

In order to provide appropriate end-of-life care that considers wide-ranging personal and professional interests, physicians need to negotiate many influencing factors \[[@B22]-[@B25]\]. For example, macro influences like politics, religion, and media; meso level influences such as medico-legal prescriptions, resourcing and profession-specific ideologies (e.g. comfort vs. cure) are brought to bear with the micro level influences of physicians such as their own personal beliefs, individual skills and moral/ethical positions. Physicians further engage with multicultural influences that include diversity in individual beliefs and attitudes of patients, loved ones and professional colleagues to make sense of practices.

Such complexity is important to consider when seeking to understand unique end-of-life care dynamics and the ability of physicians to assist good deaths. Furthermore, their efficacy in negotiating multiple influences at the bedside shapes their experiences \[[@B26]\]. Indeed, physicians experience burnout from personal \[[@B27]-[@B29]\] and also interrelated organisational influences \[[@B30],[@B31]\], and research further identifies increasing numbers of physicians in Australia leaving their profession due to unsustainable demands being placed on them \[[@B32]-[@B35]\]. However, the complex interface of specialised intensive and palliative medicine, and connections between physician experiences and bedside outcomes, have not been explored in Australia.

Accordingly, the aim of this report is to document accounts of physicians in Australia who need to negotiate end-of-life care for patients and others in critical and acute settings. The broad-reaching interpersonal nature of managing death and dying is examined. Physicians' experiences and their ability to assist "good deaths" are considered in relation to multiple contextualised influences.

Method
======

This report draws from a larger body of qualitative research investigating end-of-life care, the purpose of which was to bolster limited knowledge, particularly in the Australian context. The problematic nature of palliation in critical and acute settings and the corresponding inconsistency in physicians' practices and experiences, identified in an extensive literature review \[[@B36]\], was examined by addressing the research question: *How do physicians understand, negotiate and experience end-of-life care decision-making and practices in the context of Australian critical and acute settings?* Supportive research questions considered: *What is a good death? What influences a physician's capacity to assist a good death?* Interview questions centred on personal experiences and individual beliefs and positions, good and bad deaths, and elicited information on context specific factors affecting how end-of-life care is provided (Appendix). However, a semi-structured approach allowed a great deal of physician direction and thus the potential for revealing other interesting paths of inquiry. In-depth interviews were one-on-one with the author and each between 60--90 minutes duration.

Prior to embarking on this research, approval was obtained from the University's Human Research and Ethics Committee (\# H7589). Letters of introduction, a research information sheet, and an informed consent document were generated for distribution to potential participants. A purposive recruitment strategy provided participants with relevant experience in end-of-life care, and across different clinical settings, with around half recruited through a snowball strategy after referral from their colleagues. Direct contact was made by the author to 16 physicians; 13 responded and agreed to participate. One was known personally to the author, some were selected through their professional register and others because of their published research. Sampling comprised seven palliative care specialists, three intensive care specialists, one respiratory/thoracic specialist with a major ICU role and two GPs. Participants were between 36 and 68 years of age, their experience in providing end-of-life care varied from six to over 40 years, and 8 physicians were male. Most practiced across the Sydney metropolitan area, two were from regional areas and two were from another capital city. The palliative specialists were engaged in both hospice and hospital settings. Due to the sensitive nature of the data physicians provided, and potential risks to their professional reputation, they were provided confidentiality and anonymity within legal boundaries. Each was given a pseudo-name, third party information was de-identified, and all interviews were transcribed exclusively by the author.

A thematic analysis, through an inductive/data driven approach, was conducted according to established guidelines \[[@B37]\]. Thematic analysis was compatible with the theoretical considerations of the research \[[@B24]\], and particularly useful for examining data that was previously unexplored. Correspondingly, the interpretive nature of analysis generated future research questions and directions.

As part of a larger body of research, trustworthiness was ensured by triangulation, which occurred through discussing the coding frame with my PhD advisory panel and arguing its rationale according to the data, and epistemological and theoretical approach grounding the study. I alone conducted coding, analysis and write-up; however, I sometimes drew guidance from my panel's expertise in qualitative research and also for editorial comment. Further assisted through NVivo, an extensive series of notes and memos were generated to facilitate a process of checking and re-checking. These began by recording observational data and thoughts upon leaving interviews, and then throughout the analysis and written report. To ensure analytical rigor, deviant or discrepant cases were also evaluated. Data collection concluded when themes became saturated and nothing new emerged. It is also important to acknowledge that some researcher influence is unavoidable in any research design and particularly in qualitative research where interview dynamics have a large impact on the data obtained. Being aware of my reflexivity and documenting this, allowed me to attend systematically to every step of the research process. Finally, thematic and analytical integrity was assessed through successive chapter drafts leading to a completed thesis, which was accepted after examination. The following analysis presents and discusses selected key themes and their subthemes.

Results and discussion
======================

Three key themes were identified. The first two, *"Understanding a good death: Physicians' perspectives"* and *"Whose job is it to Palliate: A changing system of care"*, concentrate on how physicians understand a good death and how they can practice end-of-life care from within critical and acute settings. Meaning is articulated. The remaining key theme, *"Negotiating appropriate care is a difficult experience",* focuses tightly on the physicians' corresponding experiences and recognises how the physician's capacity to negotiate end-of-life situations, influences experiential aspects. Bolstered by a number of subthemes, the analysis illustrates the complexity in specialised end-of-life care.

Understanding a good death: physicians' perspectives
----------------------------------------------------

To assist a good death, it is important to understand how it is conceptualised by the physicians that provide end-of-life care. For example if physicians take a collaborative cross-disciplinary approach to care, then a common understanding in treatment goals and expected outcomes are essential. Although most aspects of a good death were identified with similarity among physicians, there were also specific aspects that reflected the individual nature of physician specialties and the settings they practiced from. A good death was described as multifaceted, but the idea of "peace and comfort" flowed through the physicians' accounts.

### Symptom control

All physicians, regardless of specialty, emphasised the importance of good symptom control. They often mentioned multimorbidity and symptomatic complexity that were crucial challenges in assisting a good death. Peace and comfort were frequently regarded as the desired goals and outcomes of symptom control. Physicians often described the importance of biopsychosocial considerations \[[@B26],[@B38],[@B39]\] where symptoms had multiple foundations and interactions. For example, Andrew (Intensive Care Specialist) said: *"wow that's a broad question...if you ask me as a doctor, then I'd say, that's a death that would involve...hopefully no pain at all, pain should always be managed...uhm, and wouldn't involve too much anxiety".* Similarly, Gina-Leanne (Intensive Care Specialist) considers a good death as a product of multiple factors that might interact symptomatically: *"a good death ...would be one where they're not in pain, they don't have symptoms, they don't feel distressed, they've had a discussion, they've had time to talk to their family and they feel...at peace with the decision".* Reflecting holistic palliative ideals \[[@B40],[@B41]\], she mentions a social aspect in conjunction with symptom control where time for family discussion may alleviate patient distress and provide peace for the dying patient and their family.

### Planning for death (and care goal transition)

An ability to prepare for death and plan treatment options was important to most physicians. A good death was identified as one that was not unexpected, where appropriate care goal transition could take place and there was time to evaluate various treatment options. Sometimes this is problematic for physicians in critical/acute settings and in emergency situations where, for example, patients might be uncommunicative through intubation and sedation or by cognitive impairment \[[@B2],[@B42],[@B43]\]. Collaboration with patients and loved ones was emphasised by most physicians in deciding treatment goals. Time to prepare and plan allowed resources and strategies to be identified (and negotiated) that could assist a good death.

To illustrate, Andrew (Intensive Care Specialist) said: *"a good death...it shouldn't come as a surprise to everyone, that there's actually been some time...just to recognise that, the patient's life is ending, and so there's a plan in place; people know what they're doing and what they're treating".* Andrew is also alluding to care goal transition here, where palliation may need to replace curatively focused interventions. But, he also considers planning with the family important: *"I feel that I've done a good job when I had the time to sit down with the family, there was a plan in place, everything was discussed and they recognised that this is the...proper way of doing things".* Accomplishing a collaborative care plan minimises potential conflict by defining common goals, but it also brings Andrew some sense of achievement. He also mentions having the *time* to do this which reflects the busy nature of intensive care and its priority on saving life rather than managing death. Indeed, Aaron (Respiratory/Thoracic Specialist) also said: *"time is often against us and we struggle to get everyone on board with what we should be doing".*

It is equally important to know when treatment withdrawal should be made, particularly when aggressive interventions are becoming futile, and when an appropriate and timely transition to a palliative model of care should occur. As Keith (Intensive Care Specialist) says: *"we need to know when to back off".* At the same time, Gina-Leanne (Intensive Care Specialist) acknowledges the constraints in ICU that can inhibit a good death. She talks about care goal transition and patient transferal:

A good death is one in which we know the patient's dying and we can get them to a stage where they can go somewhere else...to die, where there's no restrictions on visiting hours, where they can have what they would like...do what they would like, which is just not possible in a busy ICU.

Gina-Leanne illustrates the pervasive ideology of curative goals in critical/acute settings that determine available resources (including time). She suggests that it is not always possible to know when a patient is dying when efforts are directed to saving life. She importantly identifies the ICU setting as an inappropriate place to die or receive end-of-life care. However, recognition of impending death is essential so that patients can be stabilised for transferral into appropriate care where they have more control. The timely transition of care goals cannot occur without preparation and Gina-Leanne considers discussion and planning as important aspects in a good death: *"A good death from an intensivist's point of view is one that's talked about, considered and planned".* Death should not come as a shock.

### Communication

Communication was regarded by most physicians as crucial in a good death. Gina-Leanne emphasised that a good death for an intensivist is "one that is talked about". The ability to plan for death requires a capacity for communication. For dying patients and their family, communication and access to information are equally significant aspects in end-of-life care \[[@B44]-[@B46]\]. Communication between patients and loved ones provides a sense of closure, and peace and comfort. Indeed, Aaron (Respiratory/Thoracic Specialist) regards closure as important prior to death: *"being able to say goodbye is a very important part of the dying process".* He believes communication between patients and their loved ones is essential at end-of-life, but that ability is not always possible: *"the family would not like their relatives to suffer, but they would also like some communication, some human contact rather than just sitting by the bedside with someone that's comatose".* Aaron emphasises meaningful human contact yet recognises communication may sometimes be problematic, where families occasionally wait for death beside their comatose loved one. There are suggested challenges to communication where great expertise is required to balance patient cognition with appropriate pharmacological symptom management strategies to avoided rendering patients comatose. Indeed, the issue of skilling up physicians across settings, or at least increasing access to specialist palliative expertise, is an important challenge and intensivists like Andrew acknowledge that: *"some of us are better at titrating than others".*

With similar considerations, most physicians regarded information and the capacity for communication as principal goals in achieving a good death, particularly one of peace and comfort. Kerrie (Palliative Specialist) confirmed this: *"A good death is where the people around the deceased person...are comfortable. Families feel more comfortable when they have information, and know what's going on, they have people to talk to, and see...the person looking calm and peaceful".* Kerrie's focus of care goes beyond the immediate patient and reflects the palliative ideology which considers and provides for broader care goals \[[@B40],[@B41]\]. She emphasises a collaborative approach to end-of-life care that has the capacity to include family and others in discussions. Patients and their family, thus maintain some control over end-of-life outcomes.

### Patient control (and input to end-of-life decisions)

Physicians stated that when patients have input into their treatment goals and decisions, a more comfortable and peaceful death might ensue. This was a major consideration by most (particularly palliative) physicians. For example, Jenny (Palliative Specialist) says: *"deaths are better if patients are involved in decisions",* while Robert (Palliative Specialist) similarly suggests peace and comfort may be achieved if patients are able to retain some element of control:

I think a good death is...one in which the patient is reasonably at peace with the world, with their situation, and that their loved ones are reasonably comfortable with their journey as well...so with a patient at peace, and a part of that is people just feeling in some reasonable sort of control.

Robert regards end-of-life as a *journey* (both for patients and loved ones) illustrating palliative care ideals in which patients are not marginalised but rather encouraged to collaborate in decision-making and treatment goals \[[@B41]\]. Patient control enhances their sense of dignity, and mediates their suffering and fear of becoming dependent on others \[[@B47]\], but also requires having access to information on their illness. Physicians regard openness and transparency as important, but sometimes a good death means withholding information from dying patients, particularly if unable to convey it sensitively. Keith (Intensive Care Specialist) points this out:

A good death needs a system that's open and transparent, while also being sensitive, and sometimes they \[other physicians\] don't know what that means...like it's easy to be perfectly blunt, but...sometimes, maybe you have to tell little white lies if you think they're that sort of person.

Some physicians may not be skilled in sensitively communicating from within critical/acute settings, particularly when managing death is not the purpose of intensive care or the focus of training \[[@B7],[@B14],[@B48]\]. Unless this skill requirement is addressed, the level of control that patients have in directing decisions may remain at the discretion of individual physicians.

Yet many physicians also conceptualised a good death as to how it may apply to them and identified how important exercising personal control and input would be. For example, Peter (General Practitioner) said: *"I'd want control and options if it was me. That's a good death, but I've seen many people trapped in a heartless system...suffering, with no way out...no capacity to direct treatment".* Similarly, Aaron (Respiratory/Thoracic Specialist) said: *"a good death I think is someone who dies with dignity, who dies without suffering...some role in their own decision-making, so that's...I think, what would be ideal for myself".* Suffering and dignity are important humanistic considerations, but collaborative decision-making (that also includes families) may be difficult in Aaron's specialty where patients are frequently intubated and ventilated. The technical nature of critical medicine more often places treatment decisions in the hands of physicians \[[@B49],[@B50]\].

### Existential considerations

Most physicians further considered addressing existential aspects important in a good death. Physicians understood a good death as one where a sense of meaning or purpose could be found, where life was fulfilling for the patient and things they considered important were taken care of. Indeed, Gary (Palliative Specialist) said: *"we help them look for what's important to them now and after they're gone".* Existential considerations for physicians included looking beyond the disease or symptoms and regarding the person in the bed as valuable and important, including up to the moment of and beyond death. For example, Jeremy (Palliative Specialist) identifies his care focused on the *whole person: "I think part of helping death and dying is recognising the person in the bed, who they are, who they've been, and help them see the value they've been...that there's a purpose, as much as that's possible".* Jeremy emphasises that end-of-life care is about helping patients find meaning in their life and maintaining their self-worth and value, and resisting discourses and practices that dehumanise them. Palliative models of care embody those ideals and goals, where empathy and dignity oriented care allow existential issues to be addressed \[[@B47],[@B51],[@B52]\].

Correspondingly, Andrew (Intensive Care Specialist) also acknowledges existential aspects: *"I mean a good death in a more general sense...is like; one where you would feel that person had fulfilled his or her life".* However, in critical/acute settings such as Andrew's, patients are often not aware they are dying \[[@B5],[@B53],[@B54]\]. They may often be sedated where cognitively they have little capacity to contemplate meaning of life, nor have time for this when intensive care, as curatively focused, often delays goal transition to palliative models of care \[[@B7]\]. An ability, therefore, to address existential needs, as important as they might be, may be determined by the setting and the patient's condition.

Whose job is it to palliate? A changing system of care
------------------------------------------------------

Patients often end up in ICU due to an acute episode of a chronic condition \[[@B4]\], or they are retained there, and specialist palliative expertise is difficult to access \[[@B54],[@B55]\]. However, unlike palliative settings where death is actually expected and part of the management plan, palliation is not intended as part of the ICU brief. Yet, intensive care specialists need to manage death by default. Gina-Leanne illustrates the changing structure of intensive care, where a lot of people die and expectations are placed on specialist intensivists to palliate despite inadequate training and contrary motivations for entering their particular specialty: *"it's not what people are trained in, not what people chose intensive care to do, we didn't choose to be palliative care doctors, it's just that...a lot of patients die when they're with us and we have to do it".* Andrew, another intensivist, believes death in end-of-life care should be appropriate to location, and planned: *"I think we really need to be doing a lot more education and forethought and thinking and planning and discussing, so that people don't end up dying in ICU".* ICU can be an inappropriate place to die and education and planning to allow death to occur elsewhere is crucial. Aaron (Respiratory/Thoracic Specialist) makes a similar point about working in the ICU: *"despite expectations that we can fix everything, people die here and many of us are unprepared for that...and it's cruel inflicting invasive treatments on patients that shouldn't be here when there are better places to die...we need broad-reaching education".* Correspondingly, Keith (Intensive Care Specialist) described a "system" of care:

Whenever we go around in intensive care, nurses and doctors, we often stop and say "don't ever let that happen to me"... we generally feel as if the system's taking this person too far - far, far too far; what the hell are they doing here, but it's our job.

Given the choice, intensive care is not where physicians wish to die. Curative dynamics speak to a completely different focus of care, and these are pointed out by Andrew (Intensive Care Specialist): *"Well you've seen this place...it's not a good place to...die, it's noisy and busy, there's...minimal privacy...there's really no room for relatives to sit down and have some time by themselves".* He further illustrates how he is forced in the ICU to prioritise care on those he can save, and those recognised as dying miss out: *"it's so easy to have twenty other patients who are not meant for comfort measures only, who require your full attention and...I must, confess...that if it's really busy we might neglect those patients for palliation...that's obviously a very sad thing".* Care goal transition to comfort models is problematic and often delayed. Yet care is reflective of a system that prescribes specific practices. Keith describes an end-of-life care process influenced at multiple levels. *"So patients, they're just passed along, because of expectations of society, expectations of my colleagues, reluctance of my colleagues to discuss death and dying...it's time consuming...they're not comfortable with it, often...fear of litigation".* A cross-disciplinary and collaborative approach to end of life care can be difficult to achieve and reflects how some deaths are subsequently managed. Indeed, Jenny (Palliative Specialist) spoke about poor symptom control but particularly how it is related to untimely goal transition and transfer to expert palliation:

A bad death to me is...the dying process hasn't gone well, it's somebody who's, either referred...late, with uncontrolled symptoms, not aware of where they're at... or they've been referred because their disease has been so rapidly progressing no one's had a chance to get on top of things, no matter how much they've been trying, that's the frustrating difficult and...very sad part.

As also identified by Robert (Palliative Specialist), poor care goal transition is a systemic issue where collaboration in common end of life care treatment goals can be elusive: *"...dealing with colleagues who...really, don't value us as a specialty and...won't refer people who could benefit...or... ignore our expert advice when we provide it, because of their own personal beliefs or their lack of knowledge".* Similarly, Maggie (Palliative Specialist) said: *"we try so hard to raise our profile through advocacy, research and expert clinical practice, and still our specialty falls off the map".* But as much as palliative recognition is problematic on the curative side of medicine, some who profess to advocate a comfort based approach to care do not further such goals effectively among other colleagues either. For example Kerrie (Palliative Specialist) said: *"it annoys me when some palliative people carry on as if they're superior, they say things like 'oh we wouldn't do that-we're the palliative care team'".* Such attitudes may not be conducive to a collaborative relationship that optimises patient care and the efficacy of physicians across specialties to care for dying patients and their families.

The point of increased education and awareness is common in the excerpts physicians provide. As identified above, this certainly needs to take place at the cultural (macro) level to ensure that unrealistic expectations of cure are not perpetuated and that resources are applied appropriately. But clearly a similar emphasis needs to be made at the meso level where currently physicians across different specialties are unaware of what their cross-disciplinary colleagues can and cannot do. Efforts for enhancing an environment of greater collaboration are suggested, where the often unique needs of patients and their families can be effectively met more consistently and across settings. Physicians across specialties do recognise this where, for example, Kerrie (Palliative Specialist) said: *"we need to niche gentle subacute care across settings"* and, correspondingly, when canvassing the potential benefits of a palliative subspecialty within intensive care, Andrew (Intensive Care Specialist) said: *"yes that would be a great thing...a palliative-intensivist perhaps".* In the USA, Hospice and Palliative Medicine has been approved as a subspecialty of 10 specialty medical boards but not for ICU and Critical Medicine \[[@B56]\]. This seems somewhat counterintuitive when, with similarity to the Australian situation, a significant number of deaths will occur in the ICU \[[@B2],[@B4],[@B5],[@B44]\]. To 2011, the Centre to Advance Palliative Care (CAPC) reports almost 3000 US physicians across these specialty boards gaining palliative accreditation \[[@B56]\]. The experiences of physicians, patient families, and others involved in managing dying patients have benefitted with associated improvements in clinical practice. Skilling up physicians across settings in expert palliative techniques is also endorsed by Palliative Care Australia \[[@B57]\] yet, as evidenced by the present study, any such effort has not been successfully implemented.

Nonetheless, the evolution of intensive care in Australia need not necessarily threaten or pose insurmountable challenges for physicians who need to manage dying patients and their families. Indeed, accepting that death and dying will increasingly become the domain of ICU, Keith stands in contrast to many of his intensivist colleagues and draws satisfaction from the way his specialty is evolving:

"It's a perverse direction we've taken in intensive care where people are increasingly brought to the ICU in the last few days of life...I mean I like saving lives, you know, getting people who are otherwise going to die, getting them alive again, that's very satisfying still. But I must say that I get increasingly more satisfaction out of managing death...well".

Certainly, Keith is subject to the constraints inherent in the ICU but he seems adaptive to the care requirements placed on him. Physicians like Keith who have great experience at the bedside, and who can attest to palliative efforts being professionally stimulating, can be great mentors and role models to others and help develop the changing face of intensive medicine. Some things are only learnt through experience. Indeed, when it comes to learning communication skills, Aaron (Respiratory/Thoracic Specialist) said: *"it's probably a bit better these days but we were thrown in the deep end. You learnt to communicate on the job",* and Keith said: *I've learnt tricks over the years, watching nurses and others. You know...like different ways of delivering the same message".* As with programs in the USA seeking to integrate ICU and Palliative Care \[[@B58],[@B59]\] and efforts to develop Leadership Centres for peer-to-peer mentoring utilising "local champions" \[[@B56]\], the bedside experience of some physicians is an extremely valuable asset that, if applied in the classroom, could benefit future (and current) generations of physicians who need to palliate in the ICU. Australian GPs have a mentoring program \[[@B60]\] but these programs are not widespread across specialties. Indeed, the lack of mentoring is emphasised by palliative specialists like Maggie who sometimes witness the needless suffering of patients:

I think it's lack of knowledge and...attitudes...and just seeing what people without the clinical experience are doing...you know, hearing NFR conversations in the corridor...patients being dumped, but...half the time it's through no fault of...the clinician...it's just their lack of experience, or not having access to...experience and mentorship...but a lot of damage gets done and, we're often in damage control...when we see someone in acute care.

Negotiating appropriate care is a difficult experience
------------------------------------------------------

In a changing system of care, difficulties of palliating in the ICU are multitudinally influenced and strongly reflected in the experiences of physicians. This is an important recognition because a physician, who is restrained in providing care that best meets patient (and family) needs, is also at potential risk of burnout with all its adverse physical and psychological manifestations \[[@B27],[@B28],[@B31]\]. This is emphasised if a physician is also compelled to provide care inconsistent with their own personal and professional beliefs \[[@B61],[@B62]\], or with inadequate training and resourcing. Such a physician, if unsupported, may be prone to making mistakes and/or disengaging from patients \[[@B31]\].

Although managing dying patients in the ICU is a positive experience for some intensivists like Keith, more often for most physicians it is a negative experience. Some physicians do not know what colleagues can and cannot do, and institutional constraints of resources and ideological prescriptions to care are additional factors physicians need to negotiate. Similarly, the diverse cultural beliefs and positions held by the wider community often play out inconsistently at the ICU bedside. Unrealistic expectations and an avoidance of death are engendered by a media that promotes the miracles of intensive care and medical technology \[[@B63]\], and a complicit system delivers patients to the ICU as a matter of process regardless how inappropriate \[[@B4]\]. Complex treatment decisions are often grounded in conflict at a time of great emotional difficulty.

### Family conflict

The socially engendered discomfort of discussing death and dying, and accepting its inevitability \[[@B64]-[@B66]\], often became problematic for most physicians at the bedside. Expectations are placed on intensive medicine to cure and prevent death \[[@B5],[@B13],[@B67]-[@B69]\] and many physicians needed to negotiate a clinical or medical reality that conflicted with beliefs and attitudes held by families of dying patients.

Sometimes conflict with families and within families culminated in an aversive experience for these physicians and frequently translated into less than optimal care being provided for the patient (and the family). Andrew (Intensive Care Specialist) highlights this with some families applying pressure to inappropriately exhaust all options: *"some families push for everything to be done...and it's, I mean it's extremely distressing to see someone dying and knowing that there could be other ways of doing this".* Andrew experiences such pressure as "extremely distressing". He describes how his hands are tied but must witness a less than optimal dying process. Similarly, Aaron (Respiratory/Thoracic Specialist) also experiences conflict with the family over decisions aversively. He feels helpless when constrained from providing care in the patient's best interests and describes such situations as "very, very difficult", particularly when patients suffer needlessly or undergo futile treatment: *"I get a sense of helplessness...when families apply pressure...yeah, because you know what is the most appropriate way of managing the patient, uhm and to see someone suffering, or go through treatments, that's not appropriate is very, very difficult".* Conflicts over treatment decisions can, therefore, result in bad deaths, especially when opportunities for discussion or expressing final thoughts are lost. Jenny (Palliative Specialist) experiences these situations with distress: *"...until the day he died, there were barriers actually getting him comfort care...and that was distressing and inadequate, this person really didn't have time to...for any issues to be discussed or...any last thoughts, I found that very distressing...a bad death".*

The cultural diversity in Australian society fosters multiple opinions and attitudes that may conflict over clinical end-of-life decisions at the bedside. Gina-Leanne (Intensive Care Specialist) talks of some unhelpful cultural norms where sexism is considered acceptable. Her ability to provide appropriate care for a dying patient was impeded and consequently a negative experience for her, something she described as "horrible":

Yeah I have experienced that (sighs) uhm...yeah, where you lose, well I didn't have their trust ever from the word go because I was a woman and of course, in this particular culture "that's a fat waste of time really", uhm, you know "we want to speak to the Director" "well tough luck mate, you know I am the Director"... and uhm... yeah we lost their trust, and it was horrible, in the end we just... basically we had to sit there, and wait until the person's, you know...brain, just about rotted.

In this relationship of conflict, Gina-Leanne was unable to assist the dying patient by withdrawing life support and letting them die. Families often wait for a miracle, sometimes unrealistically and will not accept medical evidence or the expertise of the physician \[[@B70]\] and, in some cultures, particularly if the physician is a woman \[[@B71]\]. Gina-Leanne found discriminatory dynamics in the relationship made developing trust difficult, something that is essential in end-of-life care \[[@B72],[@B73]\]: *"I mean the worst thing you can do for a family is to lose their trust, once you've lost their trust...it's just horrible...just horrible...".* Multicultural requirements indicate that physicians need to be mindful of difference but also indicate a need for physician skills in difficult end-of-life negotiations, and support.

### Collegial (Professional) conflict

Conflict is sometimes related to institutional and administrative structures that regulate where patients can be sent and how care may be provided. Care goal transition has been identified as problematic in the literature \[[@B2],[@B7],[@B44],[@B54],[@B74]\] and by most physicians in the present study. Patients need to be transferred into appropriate care as their condition develops, however this is also contingent upon others in the system accepting patients into their care. For example, Aaron (Respiratory/Thoracic Specialist) experiences professional conflict over patient transfer:

The major source of conflict that I have is basically intensive care. That's the major problem I have. A patient in intensive care...someone decides look it's useless, it's hopeless, we need the bed for someone else, can we ship them up to your ward, and if you disagree with that, that's where the conflict can occur...where most of my conflict, most of my difficulty is.

Aaron's collegial difficulties are related to limited resources and receiving dying patients. He particularly identifies intensive care where there is little capacity for palliative efforts. Patients are subsequently forced elsewhere, to physicians like Aaron who might meet similar constraints for providing suitable care.

Yet many palliative specialists identified the lack of recognition their specialty receives from colleagues and how their expertise is frequently undervalued. Indeed, Maggie earlier described how her specialty "falls off the map". Many palliative specialists identified how they often have capacity to take on critical patients transitioning to palliative goals despite the common perception among colleagues that palliative care is synonymous with cancer patients only \[[@B75]\]. Candice (Palliative Specialist) makes this point: *"we have many cancer patients but can handle most critical patients too, you know...hepatic, renal and cardiac patients...respiratory failures...end-of-life is all about multimorbidity...and it's so frustrating and sad not being asked and seeing patients suffer who don't have to".* Professional etiquette also directs that physicians need to be asked. Candice is somewhat helpless and cannot just take over a patient who could benefit from her care. Similarly, Gary (Palliative Specialist) said: *"it's so devastating watching people die bad deaths that could benefit from our help...we're seldom given the chance...except by the oncologists".*

Difficult clinical decisions with disagreement over treatment goals also frequently underpin professional conflict between physicians. Gina-Leanne (Intensive Care Specialist) talks of treatment withdrawal, describing how it is particularly problematic for her in the critical/acute setting:

Withdrawing is much more an issue with the cardiothoracic...patients; we would like to withdraw because we see it as futile, but the surgeons were very attached to their patients, the issue is that my colleagues will promise intensive care when it's unwarranted...so they'll have one of their patients they've looked after for a long time who's slowly getting sicker and they'll say "oh you know intensivists will do blah-blah" and, and invite us to go see them, the patient already has the expectation that we're going to do blah and blah, and blah and blah is totally unwarranted. That really is a difficult problem for me!

Physicians in critical and acute care sometimes make unrealistic promises to patients and their families. Some surgeons have a considerable emotional investment in their patients and are reluctant to acknowledge that they are dying. She identifies how the societal expectation of intensive medicine to cure is further, but unhelpfully, promoted by colleagues. However, it places Gina-Leanne in a very difficult position between the reality of what her specialty can do and the unrealistic expectations of the patient and her colleagues. Andrew (Intensive Care Specialist) similarly points out how some physicians engender unrealistic expectations in their patients and patient families, and then hand them over to ICU. He experiences such instances with relatives of dying patients as "confrontational": *"...mostly relatives, usually because they've been handled in the wrong way up until the point they have come in to us here, but expectations have been unreal, and, sometimes that can be very confrontational".* Unrealistic expectations are promoted by an influential professional ideology that supports exhausting all resources in the hope of cure \[[@B5]\]. Understandably, relatives will cling to hope especially if it comes from the authority of a physician \[[@B76]\].

But some physicians have problems confronting a diagnosis of dying. Keith (Intensive Care Specialist) identifies medical peer pressure to save lives as a difficulty he experiences among colleagues: *"the constraints are medical peer pressure to cure...that's the most difficult part".* Again in curative settings, sometimes also through emotional investment where physicians might have developed a close relationship with patients, interventions are still aimed at patient survival and not comfort, as if death is a failure \[[@B77]\]. Indeed, Keith identifies with the uncertainty of some physicians when treating the dying and their motivation to incrementally increase treatment to cure and prevent death:

The other difficult part is ourselves in that your instinct tells you to stop...but we're incrementally providing more and more treatment...they're slipping away from us and we incrementally provide a bit more of this and a bit more of that and keep them...stable, so they, so they don't slip away from us in the hope that they'll turn around and get better. So it's our uncertainty that's another blocker.

Palliative specialist Jeremy acknowledges this also but, death is a given in his specialty: *"I teach students and try to help patients see that death is actually healthy and normal. Death is after all a given and not a medical failure, I believe that passionately...but my colleagues have struggled with this often".* Jeremy challenges the idea of death as "medical failure" and illustrates how different ideological beliefs and prescriptions influence the physician's experiences and capacity for managing dying patients.

### Empathic connections and emotional pressure

End-of-life care can place significant emotional demands on the physician. As identified above, regardless of setting, physicians can be constrained by multiple factors in providing the best possible care. Interpersonal conflicts and difficulties, resourcing issues and ideological prescriptions directing care are examples. Correspondingly, the intrapsychic and uniquely personal of the physician is also a consideration at the bedside and interacts with these factors. For example, it can be assumed that most physicians have a capacity for empathy and compassion, but some physicians who are drawn to a specialty in end-of-life care are motivated to also develop strong communication skills and expertise with a comfort-based approach to care \[[@B14],[@B48]\]. Although these physicians also experience adverse situations, and sometimes identify with particular patients, such negative experiences may be emphasised for physicians in the ICU who are not, as Gina-Leanne pointed out earlier, motivated or trained for this type of work. Death is not expected as it is in dedicated palliative or hospice units, and the skills and support a physician can draw on may be limited. Gina-Leanne particularly highlights the difficulty of communicating a diagnosis of dying: *"the hardest thing in ICU is to tell the patient that they're dying, that there's nothing else that you can do for them".* Aaron (Respiratory/Thoracic Specialist) also said: *"it's so hard when you've exhausted all options and you tell them that... they beg you 'please...isn't there anything you can do for me'"?*

A number of physicians also experienced similar emotional pressure, usually applied by family members of a dying loved one, to exhaust all avenues and save life. Not unexpectedly, this was something all ICU physicians experienced. For example, Keith said: *"families often expect miracles; they beg you to do something...that's terrible sometimes...how do you tell them the brain-dead patient lying there will never come back to them"?* Similarly, Gina-Leanne talks of emotional pressure applied by loved ones who "bargain" with her to continue treating when withdrawing treatment is more appropriate:

One of the awful things that often comes up, is the issue of...say for example, bad head injury following trauma, we know there's nothing more we can do for the patient, so ideally the best thing to do...would be to withdraw and let the patient die...and the families say "just one more day, just one more day, just one more day"...that makes it incredibly difficult when you've got a patient sitting there, you know it's useless, futile, it's a waste of time, but the family just want to hang on to them for another 24, 48 and they bargain with you, they're not bargaining with you about, you know...a bag of groceries or something, their bargaining with you about somebody's life!

Gina-Leanne is positioned as the one controlling life and death. It is "incredibly difficult" for her when loved ones "bargain" for the life of the dying patient. The constraints of culture and setting, which create expectations to save life, become a difficult obstacle that Gina-Leanne needs to negotiate. She acknowledges the dying person as not just a "bag of groceries" and highlights multileveled influences where socio-cultural engendered expectations of cure, and similar professional aspects, affect her experience of the physician/patient relationship.

Limitations
-----------

Although this study provided unique insights into Australian end-of-life care practices and the experiences of physicians who manage dying patients and patient families in critical and acute settings, some research limitations merit consideration. Sampling was particularly appropriate for this qualitative investigation within the broader context of end-of-life settings, albeit with a potential self-selection bias. All palliative specialists had involvement with major hospitals and their critical/acute departments, however, the number of intensivists sampled is acknowledged as limited and, thus, further research is warranted. This has not negated the importance of documenting the findings. Of note, when physicians could manage deaths well they reported their experiences as positive but, more commonly, all of them regarded their experiences of negotiating the interface between palliative and critical/acute care as distinctly negative. This suggests that such experiences are more widespread among physicians elsewhere. Additionally, the present study accessed practicing physicians, yet many others with similar experiences who have ceased practicing for any multitude of reasons, some of which may include burnout, could also provide valuable data.

It is also important to acknowledge interview dynamics, with meaning and knowledge being "located" and a partly co-constructed effort, where no two interviews (even if repeated with the same interviewee) could ever be the same. Consistent with a complex and multidimensional world, there is more than one truth \[[@B22]\]. Accordingly, a more generalised research approach employing mixed methods and utilising characteristics of the present study could complement rather than diminish the present research.

Conclusions
===========

This study has identified how the current capacity for providing specialised end-of-life care in critical and acute settings in Australia is limited. Specialty specific approaches to care are mutually exclusive and influence the ability to provide "good deaths". Curative goals are at odds with comfort-based approaches to care, yet physicians across specialties recognise the importance of integrating their efforts in common goals when managing dying patients and their families. A focus on the lived experiences of physicians has also demonstrated the importance of considering unique emotional and psychological factors, where the complexity of bedside interpersonal interactions influences outcomes. Patient and family care, and physician well-being and motivation, are all contingent on how specific and multitudinally influenced bedside dynamics can be negotiated. Physicians often experienced helplessness, sadness and distress, particularly when being compelled to practice against their better judgement and without adequate skills. They further identified poor collegial collaboration and support, where a lack of professional awareness and understanding of cross-disciplinary expertise often compounded institutional impediments to care.

This research was unique in the sense that comparable work has never been conducted in the Australian context, nor has any investigation considered the complexity within physicians' end-of-life care practices and experiences. The research approach has allowed an in depth exploration of the multilevel influences involved in end-of-life care and has provided unique insights that may inform current and future efforts in Australia, and elsewhere, for integrating specialised palliative and intensive care. Indeed, capacities to qualitatively examine specificity and as many factors as possible can assist the clinical development of integrative care models especially where research findings are currently non-significant and/or conflicting. For example, after drawing on such models \[[@B58],[@B59]\], some hospitals in the USA report increased palliative consults \[[@B78]\] and increased referral to specialised palliative care \[[@B79]\], while others report no reduction in length of ICU stay prior to death or in quality of dying \[[@B80]\]. However, the complex and contextually specific factors that uniquely influence the efficacy of integrative care models across settings have not been explored*.* A national approach to "skill up" physicians and enhance cross-disciplinary collaboration through similar integrative models can improve end-of-life care in Australian critical and acute settings, but their research and development must include macro, meso and micro considerations.

Integrating cross-disciplinary approaches to care may diffuse much of the conflict that physicians experience with their colleagues and also with patient families. Developing strong communication skills and enhancing access to mentoring and support, where physicians have a capacity to interact effectively with those from varied backgrounds, compliment other palliative skills they can bring to the bedside. The nature of critical care is changing but "good deaths" can become more common in these settings.

Appendix
========

Interview Schedule
------------------

Primary Research Question: *How do physicians understand, negotiate and experience end-of-life care decision-making and practices in the context of Australian critical/acute and palliative settings?*

Could you please tell me a little about your role in end-of-life (EOL) care?

-- What is your background?

-- What EOL settings do you have experience with (e.g. GP, palliative, critical, oncology, gerontology)?

-- How long have you been providing EOL care in Australia?

Could I ask you, what do you see as a "good death"?

-- Can you give me an example from your experience when a patient had a "good death"?

-- What happened?

-- What was that like for you? *(Explore deeper and seek a potential contrary)*

-- What did you think about that?

-- How did you feel about it?

-- When are you not able to assist a good death? (*Explore setting/other constraints?)*

-- Could you provide some examples?

-- What suggestions could you make that would overcome setting barriers?

-- Why?

-- An example?

-- How strongly does the institutional setting influence the care you provide?

-- What do you see as a "bad death"?

-- Could you describe an example from your experience in which a patient had a "bad death"?

-- What happened?

-- What was that like for you? *(Explore deeper)*

-- What did you think about that?

-- How did you feel about that?

Patient care for those with a terminal prognosis ultimately needs to progress from a critical or acute focus to one more palliative, for example, the cessation of more aggressive forms of treatment to a regime that emphasises comfort and palliation.

-- Could you describe how you negotiate new care goals and treatment options with patients and their loved ones as they become necessary for patients with irreversible disease?

-- What are some of the problems you encounter in such negotiations?

-- Could you give me an example of a situation when you needed to do this?

-- What happened?

-- How did you feel?

Could I just ask you about your experiences with terminal or palliative sedation as an end of life practice?

-- Could you give me an example where you used sedation with a particular patient?

-- What happened in terms of a good or bad death?

-- How did you feel on that occasion?

There may be times in end of life care when an intervention to alleviate suffering has the foreseeable but unintended consequence of hastening death. *(Increased analgesia-sometimes non-titrated due to restlessness; withholding antibiotics for pneumonia, withdrawing nutrition/hydration in PS etc.)*

-- Could you give me an example from your experience when this occurred?

-- What happened (in terms of a good or bad death)?

-- What was that like for you?

-- What were your thoughts about that at the time?

-- How did you feel on that occasion?

-- What other experiences have you had when using such end-of-life interventions?

-- How have those experiences been different?

-- OR

-- When would you consider such interventions appropriate?

-- What has been your experience with patients making a "specific" request for you to alleviate their *suffering* through death-hastening means?

-- Could you describe a time when you received a patient request for assisted death?

-- What happened?

-- What did you do?

-- What was that like for you?

-- What were your thoughts about that?

-- How did you feel on that occasion?

Research shows that suffering is often much more than physical, for example existential suffering, anxiety or fear over the progression of illness, loss of functional integrity and dignity, and loss of autonomy and independence, have been linked more strongly than physical pain to patient requests for hastened death.

-- What has been your experience in receiving patient requests *(for death)* to end that kind of suffering?

-- What happened?

-- What did you do?

-- What was that like for you?

-- What were your thoughts about that?

-- How did you feel on that occasion?

Have you had some experience with dying patients who, perhaps considering themselves a burden on others, felt it was their "duty to die"?

-- Could you describe a time when you received a request to hasten death from a patient who considered it their "duty to die"?

-- What happened?

-- What was your response?

-- How did you feel receiving such a request?

-- Could you describe a time when you received a request from the patient's family or loved ones to hasten a suffering patient's death?

-- What happened?

-- What did you do?

-- What was that like for you?

-- What were your thoughts about that?

-- How did you feel on that occasion?

Could you describe a situation where you considered making or would consider a decision to shorten the life of a dying patient who was suffering intractably?

-- Could you provide an example?

-- What was that like for you?

-- What were your thoughts about that?

-- How did you feel on that occasion?

When would you consider it appropriate (in terms of "good" or "bad" deaths) to "intentionally" hasten a patient's death?

-- What would it take?

-- Are there any differences or exceptions?

Are there times when you experience a conflict between your ethical and professional duty to relieve suffering and your ethical and professional duty not to use means which deliberately hasten death?

-- Could you describe a time when you had such a conflict?

-- What happened? What did you do?

-- How did you feel?

Are there times where you experience a conflict between your own personal standards and beliefs your ethical and professional duty to relieve suffering without hastening death?

-- Could you describe a time when you had such a conflict?

-- What happened? What did you do?

-- How did you feel?

Could I just ask you a couple of final questions?

-- Firstly, what's the best part of your job?

-- and not really wishing to end on a bad note, but what's the worst part?

(End of interview)

Is there anything we might have missed or that came up in the interview that you would like to cover or talk further about?
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